INTRODUCTION
Given the increasing incidence with aging of cognitive disorders affecting the decision-making capacity of seriously ill elderly patients, surrogate decision making for such patients will become more common. Decision-making for others is challenging and compounded by the low rates of completing advance directives. 1 Physicians need to understand how surrogates experience the process of end-of-life decision making to assist them in this difficult task. In addition, with the increasing racial and ethnic diversity among the elderly population, physicians need to improve their skills of culturally sensitive end-of-life decision making with surrogates. Race and ethnicity affect end-of-life treatment preferences. Evidence indicates African-American patients prefer more aggressive treatment than Caucasians, as demonstrated by their lower use of do-not-resuscitate (DNR) orders, higher preference for cardiopulmonary resuscitation (CPR) and feeding tubes, and lower likelihood of withdrawal of life-sustaining therapy. [2] [3] [4] [5] [6] [7] [8] [9] [10] [11] [12] [13] [14] [15] [16] [17] Decisions regarding such care are often made by surrogates because patients are too ill to participate in the decision-making process. Nevertheless, few studies have focused on decision making by surrogates of seriously ill patients who actually played a major role in the decisionmaking process. [18] [19] [20] [21] Most studies addressing end-of-life decision making that included racially/ethnically diverse participants are either from the patients' perspective or used convenience samples of older adults. 2, 10, [22] [23] [24] [25] [26] Rare studies have considered the experience in terms of how race or ethnicity relates to surrogate decision making and then have focused on the African American perspective. 7, 27 Much less is known about the decision-making experiences of Hispanic surrogates, despite the fact that Hispanics represent the fastest growing minority group among older adults in the United States. 28 The goals of this study were to describe self-reported experiences of surrogate end-of-life decision-making and to generate hypotheses about the relationship of race, ethnicity, and culture to that experience. This qualitative approach is open to the discovery of both commonalities and differences.
METHODS

Study Sample
After obtaining IRB approval, participants were recruited through the Michael E. DeBakey VA Medical Center (MED-VAMC) in Houston, Texas. We identified and recruited experienced surrogate decision makers for seriously ill patients, defining seriously ill similarly as in the Study to Understand Prognoses and Preferences for Outcomes and Risks of Treatments (SUPPORT; Table 1 ). 29 Surrogates were identified via screening of the electronic medical records of patients who were either acutely ill or who had died within the last 3 months. For living patients, surrogates were included when patients were still hospitalized or had been discharged within the past 4 weeks. We chose this time frame to ensure that the decisionmaking process could still be recalled reliably. Surrogate status was based on emergency-contact information in the patient's medical record followed by verbal confirmation from the surrogate. Surrogates received a postcard asking for participation and included a phone number to opt out. If they did not opt out, surrogates were called to explain the study and to obtain preliminary consent to participate. Race/ethnicity was determined by self-identification. Figure 1 shows how the focus groups, each homogenous by race/ethnicity, were organized. Female trained moderators of the same race or ethnicity as the respective focus group conducted the groups.
Focus Group Procedures
Guiding questions were developed by the investigators after extensive literature review ( Table 2 ). The moderators prompted participants to elaborate on responses. Comments and responses of other group members also served as prompts for obtaining additional information about participants' experiences. 30 After obtaining informed consent, focus groups, lasting 90 to 120 minutes, were conducted and audiotaped at MEDVAMC; then tapes were transcribed for qualitative analysis. For confidentiality, only codes, not names, were used in transcripts. Transcribers were not informed about race/ethnicity of participants.
ANALYSIS
We conducted inductive qualitative content analysis to identify ideas and concerns. 31, 32 Each investigator independently read transcripts, identified passages describing values or concerns, and assigned codes indicating emerging conceptual categories.
We then compared our initial findings to identify and reconcile differences. Statements about values and concerns were coded and grouped into conceptual categories or themes using a consensus process among the investigators. Themes were reexamined for clarity and conciseness. We used a reiterative process of rereading and recoding passages, refining coding simultaneously, until final consensus was reached. We selected representative quotations from the transcripts illustrating the final categories and themes using ATLAS.ti 5.0.66 (Scientific Software Development GmbH, Berlin) to create a coded electronic data set.
RESULTS
We screened 367 patients, identified 172 (46.9%) eligible patients, and were able to identify surrogates for 83 of these patients. Of these, 44 (53.0%) agreed to participate in 1 of 8 focus groups (Fig. 1) . The mean age of participants was 57.8 years (Table 3) . About half of surrogates were patients' spouses, and a quarter consisted of patients' daughters. All but one were women. The following paragraphs describe common themes that emerged across groups (Table 4) . Next, themes more evident in particular racial and ethnic groups are presented.
Burden of Decision-making
The dominant theme in all groups was the tremendous burden of medical decision-making. Surrogates reported feeling enormous stress when having to make a decision for a patient for whom the clinical outcome was uncertain and no reliable account of the patient's values, beliefs, or preferences was available. Having to decide under time pressure added distress. In addition, some surrogates voiced feeling a lack of control about their power to stop certain treatments once started. Obvious burdens on the patient, e.g., difficult-tocontrol pain or visible bloating from fluid overload, reduced the burden of decision making and led to less inclination for aggressive treatment. Surrogates stated that having discussions with patients about end-of-life treatment preferences was difficult, unless patient initiated.
Reported burden appeared to be keenly experienced on a personal level. Deciding upon a particular course of medical treatment for a loved one meant acknowledging the potential loss of that person's life, and surrogates felt responsible for their decision. Surrogates felt conflicted about implementing a patient's choice to decline life-prolonging therapy for fear of losing the patient: "You're taking this person's life in your hands," one Hispanic surrogate remarked, "so you ask questions." A Caucasian surrogate said, "It's a lot like being on a jury in a murder trial, and you've got to determine whether this guy's going to go sit on death row.... it's a horrible burden upon the juror."
Many surrogates reported feeling very alone in having to make major decisions without much assistance. They stated feeling very torn when other family members wanted to pursue treatment other than that elected by the surrogate and worried about being blamed by other relatives for making "wrong" treatment decisions. They also remarked feeling responsible for other decisions that had consequences for family members. For example, while not knowing when "the end" was near, they nonetheless believed they had to decide when or when not to call family members to the hospital to pay their last respects. This put stress on surrogates by forcing judgments about making other family members miss work and potentially lose a job, weighed against not being able to say "good-bye" if not called.
Factors that Increased the Burden of End-of-life Decision Making
Problems with Doctor-Patient Communication. All groups expressed the need for more jargon-free, understandable information regarding the patient's health status and expected outcomes. All groups agreed that most doctors did not take enough time to explain things; physicians who did were most valued. Participants wished to receive detailed information about all aspects of care, including prognosis and chances of success in achieving desired outcomes associated with different interventions.
Surrogates voiced frustration about inability to get doctors to talk to them. Some reported perceiving doctors as "not forthcoming" about the patient's medical care. When surrogates received answers, they often felt those were "not satisfactory," although some admitted it might have been because "doctors don't have all the answers." Others reported that "doctors only call you for bad news," "too late," and "you feel unprepared". All groups complained about difficulties in communicating with physicians.
Organizational Factors. All groups expressed dissatisfaction with lack of continuity of care resulting from rotations at a teaching hospital. Many surrogates stated that just when they had created rapport with some physicians, they were replaced by the next team. Being in a teaching hospital compounded a feeling of mistrust in some. One African-American surrogate remarked, "All of the interns come through and play with you.... It is that bad, because here-right here-they walk in with a crew. There's four or five students-interns-with one overseer. And he stands back and he'll talk about what has happened and let you guess upon what's going on. And then they go in the hall and huddle to write notes on what our thinks are."
Sometimes restrictive visiting hours created a barrier to surrogates seeking information. Surrogates believed doctors were "always rushed", and some expressed suspecting that doctors "might not be allowed to say certain things", creating distrust and the need to corroborate information they received, e.g., through internet resources.
Chances of Achieving an Acceptable Functional Outcome at an Acceptable Cost. Major goals across all racial/ethnic groups were to make the patient comfortable, pain-free, and not "to die as a vegetable or hooked up to machines for a long period of time". Most surrogates were willing to pursue aggressive treatment only if chances for either some functional independence or some cognitive capacities were fairly high, although many African-American surrogates were willing to accept smaller chances of success. Uncertainty about the chances of such success increased the decision-making burden. Some surrogates reported loved ones being concerned about the financial costs of care, adding to the burden. One AfricanAmerican surrogate explained, "He says, "I don't want to be a burden. We're not rich people, and it doesn't make sense to put all your money on me, trying to keep me alive and I'm not really there." A Caucasian surrogate voiced similar concerns: "My mother used to always tell me, 'Don't keep me on a machine that's going to cost a fortune to just keep me there in a shell." 
Factors that Decreased the Burden of End-of-life Decision-making
Decision-'Making' Versus 'Reporting' a Decision. Some surrogates reported not making a decision de novo for the patient, i.e., identifying alternatives and weighing them against each other. Instead, they described their experience as simply reporting or executing decisions previously made by the patient. Because this was not perceived as having to 'make' a decision, this was experienced as much less burdensome: "I'm glad I was not put in the position that I had to make the decision for him."[…] "He was coherent enough at that point in time to make the decision and me honor it." An AfricanAmerican surrogate said, "If anything happens, I know what he has said, and I just make sure that they do that. That's all. No decision has to be made... that's it." An African-American surrogate said, "It was all written out, you know, like planned. And, we was like the overseers, you know, to see that it was done." One summed it up by saying, "I'm more or less an enforcer."
Trial of Intervention. Surrogates across all racial and ethnic groups brought up without prompting the concept of timelimited trials of interventions as a means to decrease the pressure of deciding. "Like she said, maybe the ventilator helped him for a limited amount of time which is fine. It took them over the hump, you know, […] that's if you know that they're going to possibly be able to get over that hump, but if they're at the very end of their life and you already know that you're not going to want to be on a ventilator." "Just work with me here and I work with you and we'll just go-we'll take each day at a time and see what happens […]-how he reacts or how it works for him" (Hispanic surrogates). However, some surrogates expressed feeling a lack of control and were confused about their right to stop interventions once they were started.
Faith, Religion, and Spirituality. Some surrogates in each of the groups expressed confidence that God is in charge of when someone dies and that God will take care of everyone. Surrogates said this belief facilitated decision making because it implied that God would help them make the "right" decisions. "God has the last say. He's going to take you anyway when He gets ready, but by all means you do what you supposed to do for me before I leave here" (AfricanAmerican surrogate). Some members across all groups viewed doctors as "instruments" of God and expressed the belief that God "leads and directs" doctors.
Some surrogates also expressed their belief in miracles: One Hispanic surrogate said, "I very deeply believe, and I always ask God for help. And I believe in miracles." Other surrogates defined miracles differently, or did not "expect" them but rather prayed for strength, both for the patient and themselves: "I believe in God," one Hispanic surrogate said, "and I always pray, but I pray different. I pray for Him to give him [the patient] the strength."
Social Support. Surrogates relied on family, friends, and church members to cope with the burden of decision making for critically ill patients. Almost all participants had such support networks in place. However, several participants stated that they would have appreciated enormously having had access to other members in their focus group at the time of their own decision making, to learn from experiences of surrogates in similar positions of decision making.
Race or Ethnicity and Decision-making Experiences Among Surrogates
The Physician-Family Relationship. Certain beliefs were expressed only by members of specific racial/ethnic groups or in a distinctive manner. Hispanic surrogates in particular stated that they wished that doctors would be more proactive in convincing patients to discuss their health with family: "Hispanic men," one remarked, "they're very, very big on not wanting their family to deal with [illness], so they don't tell them how sick they are: 'I had a doctor's appointment. Everything went fine.' they may have told them. You know, the doctor could have told them that same day, you know, 'We give you a month,' but they're not going to tell the family. They'll just hold it within themselves, and that's not fair to the family and that's not fair to the patient, you know.... I, I mean, this isn't my first rodeo. This is my second, you know, with Hispanic men."
Although all surrogates thought physician-patient communication could improve, Hispanic surrogates in particular expressed a high level of appreciation for physicians who took time to speak to the family as a group. They expressed desire for physicians to mediate between patients and themselves and confessed that "Hispanic men don't ask doctors enough questions-the pride thing." Thus, they reported preferring a more proactive role on the physician's part to address end-oflife issues earlier and to have doctors "order" the patient to discuss such issues with his family. Finally, Hispanics expressed the most anxiety about other relatives blaming them for making "wrong" decisions for patients.
While all groups asked for better communication with doctors, African-American surrogates voiced that doctors should be more approachable, less "abrasive," or "intimidating," and more "sensitive;" nonetheless, they appreciated honesty. However, they noted that bad news should be delivered by "easing families into the bad news."
Religion and Faith. Many Hispanics reported viewing suffering as a "test of faith." Regarding the issue of how far to push endof life interventions, Hispanics seemed more divided; not all reported feeling that relatives had to "keep going until [the patient] and God say 'no more,'" a view most African Americans expressed.
Most African-American participants reported that "doing everything" was the "right" thing to do, but "the rest was up to God". That God could do anything suggested a duty to do "everything" to prolong life. Suffering was again viewed as a test of faith and an opportunity for moral growth, knowing that God would not "put more on you than you can bear". A few even saw disease and suffering as punishment: "you reap what you have sowed." Some "decisions" may not have been experienced as true "decisions:" for some participants, there appeared to be no choice when one's faith required one to "do everything." African Americans said additionally that God is an "intervener" in the course of medical care. One said, "God is a healer and if it's going to, if it'll be healed or whatever, He'll control it." Among Caucasian surrogates, faith and spirituality were also noted as being very important in decision making. However, discussions related to faith and spirituality were much briefer than in the other groups. Caucasians reported viewing God as the one who decides the outcome. However, in contrast to most African Americans, they did not seem to feel the need to "do everything" to prolong life: "I knew it was in His hands," said one, "I didn't have any control over it. I was just one of the play actors on the game board." Another explained, "That's when your faith comes in, because I felt like God's in control now, I'm not, and the decision's been made, and whatever's going to happen is going to happen." Caucasians did not address suffering beyond noting that some suffering may be worth it if the patient has a chance to get well.
Experience with Race/Ethnicity Concordant Versus Notconcordant Physicians. Most African-American and Hispanic surrogates reported having little or no experience with physicians of their own race/ethnicity, and they reported valuing physician competence and trust in the physician without regard to racial or ethnic physician-patient concordance. Our direct question about whether surrogates had ever felt treated differently by physicians of a different race/ethnicity did not yield direct answers. However, at least one surrogate reported receiving inferior treatment when she was a patient herself, which she attributed to race.
One of the African American surrogates reflected on the fact that things might have changed over time and that there were more options in selecting physicians now than previously. She stated, "We always have... from child on... had a favorite doctor, a favorite race of doctors, that we had more confidence in....But, now I think that it's a mixed emotion, who we may have confidence in."
DISCUSSION
Other studies have examined surrogate decision making. [33] [34] [35] [36] Unlike these, we examined the relationship of race and ethnicity on the experience of surrogate decision making and used a purposive sampling strategy to include equal numbers of African American, Caucasian, and Hispanic surrogates in separate focus groups led by race-concordant moderators. None of these previous studies used such a strategy or made the relationship of race/ethnicity on surrogate decision making their primary focus. A few other studies have focused on the decision-making experience of racially and ethnically diverse surrogates deciding for seriously ill patients, but rather addressed their treatment preferences 7 or problems with health care provider communication. 27 The dominant theme in our analysis is the tremendous burden of decision-making surrogates experienced that transcended race/ethnicity. Surrogates reported feeling burdened in their expected role in medical, personal, and family domains. In the medical domain, burden appeared to vary directly with uncertainty about outcome and patients' preferences. In the personal domain, surrogates reported fearing the loss of a loved one and feeling the weight of responsibility for such an outcome. In the family domain, surrogates reported making decisions that both left them open to criticism from other relatives and affected other relatives' lives. Burdens in these three domains can become synergistic, compounding the challenges of surrogate decision making. Responses to these burdens can vary by race and ethnicity, especially in the context of religious beliefs about God's power and the limits of medicine.
Others have pointed out the burden of surrogate decision making. 37, 38 We go further and describe two apparent contributors to the creation of such burden, uncertainty of prognosis, and uncertainty about the patient's wishes. Our data also suggest that the multifaceted burden of surrogate decision making is an insufficiently appreciated challenge to surrogates and their physicians. Physicians could make changes to assist surrogates in their decision making. Improved physician-surrogate communication, in particular, the longer time that physicians can spend with surrogates in family conferences, 39 and changes in the organizational culture of health care institutions could alleviate some of these burdens. For example, for some surrogates, offering a trial of intervention might be a helpful and underutilized strategy for making the decision-making burden more manageable, but only if surrogates have a clear understanding that they can stop interventions once begun as some of our participants believed they lacked that authority. The American College of Critical Care recently issued guidelines to support the family in the intensive care unit 40 suggesting staff training to recognize and respond to family members' stress. Our study adds the important insight that staff should appreciate such stress may be owed to the uncertainty about prognosis and the patient's wishes and that such burden of decision-making-induced stress may transcend ethnicity and culture. Many of the study participants appeared to perceive that decision making using the substituted judgment standard was not making a decision at all, but merely reporting a decision already made by the patient. The surrogates were willing to fulfill the role of reporting a decision already made, because they were not responsible for making a decision that would result in (although not necessarily cause) the death of their loved one.
While our identified themes applied to all races/ethnicities, responses to burdens of decision-making varied by race and ethnicity. For example, African American surrogates emphasized faith and spirituality more than any other group as major resource upon which they relied. It is worth noting that the alternative of nonintervention is sometimes not experienced as a viable option. Therefore, the phrase "making a decision" does not capture the experience of surrogates in such situations as some surrogates noted they did not understand themselves to have a choice in the matter. Religiously or spiritually based requests to "do everything" in end-of-life treatment should be explored with surrogate decision makers with this aspect in mind and not be prejudged as "unreasonable".
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LIMITATIONS
One limitation of this study is a limitation of all qualitative focus group research, related to number and composition of the focus groups. Conduct of the study in an academic setting might limit generalizability. Conducted in a VA medical center, the patient population was predominantly male. Therefore, most surrogates were women. However, even outside the VA, caregivers, who often act as surrogates, are usually female. 42 Thus, our findings are likely generalizable to other groups of surrogates. Strengths of our study are that we directly obtained information from surrogates well familiar with endof-life decision making and purposively included racial and ethnic minorities.
Although we cannot be confident that differences between groups were due to race/ethnicity rather than another characteristic that may have differed among groups, ours is the first study to explore how the decision-making process for invasive procedures at the end of life might vary among surrogates from three racial/ethnic groups.
We did not triangulate our findings or use key informants. However, investigators were racially diverse and from different backgrounds (medicine, social sciences, ethics), and each read transcripts individually before getting to consensus. Last, this was a retrospective study, and participants may have been seeking to avoid cognitive dissonance in their recall of events, i.e., not wanting to see themselves as having made a bad or inappropriate decision.
CONCLUSION
Our data suggest that burdens faced by surrogates for seriously ill patients are common across race and ethnicity. These burdens and variable responses to them may not be fully appreciated by physicians. Physicians should be aware that surrogates use a variety of resources to cope with this burden and welcome help from physicians, especially clear and sensitive communication of information about the patient's condition and prognosis. Our subjects emphasized the importance of physicians being available when surrogates have questions or concerns and ensuring adequate time for subsequent communication. Physicians should identify and be especially attentive to strategies used by surrogates to reduce the burdens of surrogate decision making to assist them in this difficult process.
